Reducing health inequalities in Scotland
Introduction
An NHS QIS initiative to include adults with learning disabilities in a national review of Scottish health services is consistent with principles in the Scottish Executive policy document The Same As You: A review of services for people with learning disabilities (2000) , which advocates full consultation and involvement in decision making relating to services.
There are approximately 120,000 people with learning disabilities in Scotland, of whom [18] [19] [20] 000 have severe or profound problems (Scottish Executive 2000) . 30 ,000 people with learning disabilities are in regular contact with health and social work services, and most live at home or in supported accommodation (see Figure 1 , which shows the trends in people living at home or in various types of managed care ).
Since 2000, the number of adults with learning disabilities resident in long-stay hospitals or other inpatient accommodation has decreased by more than 80%, from over 1,800 to 364 people in May 2007 (Simpson, Douds and Perera 2008) . During the same period there has been a decrease in the number of adults with learning disabilities living in care homes (from approximately 3300 to 2400) and an increase in the number receiving home care services (from 1500 to 3600) (Scottish Government 2008).
Around 7,500 adults with learning disabilities now live in their own tenancies.
[Insert Figure 1 here]
NHS policy has targeted patient involvement in healthcare planning and delivery as a priority, trying to make best use of patient and carer expertise across all patient groups (SEHD 2005) . This has included "expert patient" schemes.
"The partnership paradigm credits patients with an expertise similar in importance to the expertise of the professional. …… patients are the experts about their own lives" (Bodenheimer, Lorig, Holman and Grumbach 2002: p. 2470)
However the lack of involvement of people with learning disabilities and their carers in their own healthcare has been an area of concern for some years. There is little research on the role of adults with learning disabilities making real decisions about their health and how these decisions are made (e.g. Keywood, Fovargue & Flynn 1999) .
Carers and people with learning disabilities report poor understanding and lack of responsiveness by healthcare professionals. For example, some health professionals are more accustomed to dealing with carers and do not see the need to address their patients directly.
 "People don't listen to you'"  "The doctor totally ignored my daughter, she spoke directly to me"  "The doctor put most of the problems down to my son's learning disability"
 "The doctor spoke in terms that neither I nor my daughter could understand -he was telling us that further surgery was needed"  "They said she was 'confused'. She's not confused. She's really intelligent and can understand The most common format for these schemes are disease-specific education packs to support selfmanagement or short, patient education courses to give people information and to equip them with skills and confidence that will help them to be more in control of their lives. In Scotland, initiatives by Arthritis Care and by the Pain Association are typical examples of professionally led expert patient programmes. There is little evidence however that similar programmes, imparting information to people with learning disabilities, make a real difference to the quality of healthcare they actually receive.
Although the government has stated an intention to involve, "people with learning disabilities in commissioning and reviewing services, in particular through sponsoring PCT commissioning 'exemplar sites'" (Hansard 2008)  People with learning disabilities should be valued. They should be asked and encouraged to contribute to the community they live in. They should not be discriminated against, bullied or treated differently from others.
The methodology for collecting data and qualitative analysis at a national level is innovative, but is based on recognised, good research practice for working with people with learning disabilities, using methods which increase trust and rapport (e.g. The first round of reviews only is covered in this report.
Planning
People with learning disabilities and supporters were recruited as members of the review teams and strategies were developed to support the engagement of people with learning disabilities and carers in all aspects of the review process, and its evaluation.
Two national organisations acted as support agencies in providing people with learning disabilities and carer representatives as reviewers. Both People First (Scotland) 3 , as the organisation that ensured the involvement of people with learning disabilities and PAMIS 4 (Profound and Multiple Impairment Service), as the carer body, were partners in the process.
All teams were led by a team leader who was an experienced NHS QIS reviewer. NHS Quality Improvement Scotland also employed a consultant to support the representatives from PAMIS and People First (Scotland). Two pilot reviews were arranged. Following these pilots, some minor amendments were made to the template for the national review programme to all other health board areas and to the methods used to engage people with learning disabilities in the review process.
People with learning disabilities were involved in all review team activities. This included a series of meetings and interviews with healthcare staff and other stakeholders, visits to health services, and consideration of the evidence and self-assessment documents provided by each of the NHS Boards.
People with learning disabilities and carers were in the series of team meetings that took place before and during each review visit, and in evaluating and developing feedback to the NHS Boards at the end of the review. Team meetings were organised to allow people with learning disabilities to contribute early in the process, so that they could have a break if required.
There was one person with learning disabilities, one or more supporters and one person from a care organisation in each of the review teams. There were 15 teams in total, one for each health authority. 
Preparation for the review
Preparation for the 3-day reviews varied slightly for people with learning disabilities. Whilst the package of self-assessment and evidence documents from NHS Boards was sent out to all reviewers at the same time, it was recognised that people with learning disabilities and carers needed more time and support to prepare.
Typically, people with learning disabilities spent 1-2 days going through the NHS Boards' evidence and self-assessment documents with a supporter from People First (Scotland), setting this in context of the review programme, and developing a list of questions and/or areas for exploration.
People First (Scotland) supporters prepared a workbook as a tool for guiding people through the process. This provided a framework based on the key points from the Quality Indicators for Learning Disabilities. Specific questions, to be asked during the review, were then developed from the workbook. (See Appendix 1 for an extract from the workbook.). The template worked well in providing an approach for all reviews, and could be supplemented to suit local circumstances or issues
Sub-teams
During the 3-day reviews several sub-teams worked on their own or came together preparing for the larger meetings. Sub-teams were also involved in comparing experiences after the meetings with NHS staff, carers and service users, amending questions, reviewing overall findings, developing a consensus on scoring, and preparing verbal and written feedback to the NHS Board. People with learning disabilities were allocated to a sub-team which focused on specific Quality Indicators, examining the following:
 'Inpatient services -daily life' (Quality Indicator 5) This was relevant to a number of reviewers, who had previously lived in old-style learning disability hospitals or other forms of inpatient care, and were able to use their experience to focus attention on determinants of good quality care during interviews with service users and staff.
 'Involvement of children and adults with learning disabilities and their family carers through self-representation and independent advocacy' (Quality Indicator 1) This indicator was
chosen as being of particular relevance to people with learning disabilities receiving healthcare, e.g. "Another factor that can worsen experiences of people with learning disabilities is a lack of advocacy services to enable them to make choices about healthcare."
(Healthcare Commission 2005)
These two quality indicators were selected as the ones where "peer" review would be most effective.
Evaluation by those who took part in the national reviews of NHS services for people with learning disabilities
Full details about the evaluation of the reviews, describing the methodology have been published (NHSQIS 2006a). For reasons of space, a summary only is produced here.
This is an extract from the easy-read summary of the final evaluation that was produced (NHS QIS 2006a).
"After the review visits, PAMIS and People First (Scotland) representatives and supporters went to workshops. At these workshops they talked about how well the visits had gone, and wrote down things that were good and things that could have been better.

They also filled in questionnaires, and so did the people who led the NHS QIS teams and the NHS QIS staff."
An evaluation was carried out by consulting separately with:
• PAMIS representatives and staff 
Results
The evaluation response of PAMIS and People First (Scotland) representatives is summarised below in a combined form, with some examples to illustrate the points made. This is a summary of the full evaluation (NHS QIS 2006a) Responses were gathered qualitatively, as described in the Methods section. There was general agreement on the majority of points. Where there were points particular to an organisation these are indicated.
Training
Taking part in a review was evaluated as providing the best training. Those who were involved in more than one review felt that their confidence grew as they became more familiar with the process.
A single day of training at the beginning of a year-long programme was not considered effective.
Some people received training a number of months before taking part in a review and responses in the evaluation indicated that a training session immediately before a review, or attending more than one training session would be preferable. Role playing exercises were seen as providing a more realistic and enjoyable way of developing and testing out interview skills, than simply being told or given information.
Preparation for the review
Receiving the evidence and self-assessment material from NHS Boards as early as possible was evaluated as being very helpful. Some people would like to have received it about a month before the review. Both organisations (PAMIS and People First) suggested that suitably anonymised 'mock' evidence items could be used to assist NHS Boards in preparing their evidence for review teams to maximise accessibility. Reviewers were emphatic in the evaluation workshops that the review programme for each NHS Board should be made available in good time before the review, in order that reviewers know where they are going and who they will meet. This allows them to prepare questions appropriate to the circumstances.
The review -meeting people and visiting NHS services
Representatives had mixed experiences in relation to whether they met the "right" people during the reviews, and how well prepared they were to tell them about their experiences. Reviewers felt that sound guidance from People First could be sent to NHS Boards, advising on how to go about involving people with learning disabilities and carers in the meetings they set up for the review. It was considered important that NHS Boards identify appropriate agencies to support attendance, to make it clear what the purpose of the exercise is, and to suggest that those taking part in meeting with reviewers should be encouraged to prepare.
People who were involved in more than one review found that the second or subsequent review was significantly easier than the first. Feedback indicated that it would be beneficial to develop a panel of experienced reviewers with learning disabilities who could be drawn on for additional reviews.
Last minute changes to visit programmes, and sessions where the expected people did not arrive, presented a particular challenge to people with learning disabilities. Efforts were made to limit this as far as possible.
The review -working with other team members
Reviewers with learning disabilities involved in providing feedback to the NHS Board on strengths and areas for improvement felt that it had been important that they were seen to be "expert patients", with a contribution to make.
Early contact with the sub-team leader was appreciated by both people with learning disabilities and carers, though it was not felt to be essential. End of review verbal feedback sessions to the Health Board being reviewed were experienced by all as fairly tough. Where reviewers with learning disabilities were involved in feeding back to the NHS Board it was recommended that they have the opportunity to speak first, as this allowed them to prepare and deliver a point, rather than having to do so in the middle of a discussion. The final session of the review -the evaluation and grading of the Health Board performance -was experienced by all as very pressured and difficult.
Feedback from team leaders, sub-team leaders and NHS QIS project officers working with people with learning disabilities and carers
Other reviewers and support staff reported that they found people with learning disabilities very well prepared, although there was some variability. Integration of people with learning disabilities and carers with other team members worked very well, at both task related and social levels. The roles of team leader and sub-team leader in setting the tone of the whole review, and in modelling the approach to involving and engaging with people with learning disabilities and carers, was seen as very important.
The positive impact on professionals who were having a rare opportunity to work alongside people with learning disabilities and carers was commented on by several respondents.
There was some anxiety about challenging people with learning disabilities and carers where other team members disagreed with points. It was suggested that this could form a useful focus for everyone in future training. It was felt that the views of the whole team are and should be valued, but that it is wrong to hold back from disagreement if that is warranted. The NHS QIS initiative reported here, to train and involve people with learning disabilities in national review teams as "expert patients", was an atypical approach to existing "expert patient" schemes.
Reviewers looked at the quality of inpatient and community services for people with learning disabilities across Scotland, and the success of the initiative was subsequently evaluated.
The "self agency" model by Koch Jenkin and Kralik (2004) in the context of chronic illness selfmanagement, proposes a therapeutic relationship in which there is shared power, rather than the traditional medical model, where power rests with the professional. In this "partnership paradigm" a responsive approach to empowering the patient is the focus. The process of empowering people with learning disabilities to have a say in local and national health services is not simple or easy, as was evidenced by the amount of time and resources that were needed to make this initiative possible. The very detailed planning over a period of two years, and the substantial commitment of resources by NHS QIS should be carefully considered in similar initiatives.
The inclusion of people with learning disabilities in NHS QIS review teams in Scotland was an innovative step, and the evaluative feedback from everyone involved was generally very positive. The make up of review teams also had a positive impact on how health services viewed these "expert patients", and how their health needs can be met in a more inclusive way. The innovation also resulted in a number of unforeseen consequences, during and after reviews, which challenged traditional assumptions about the balance of power between professionals and people with learning disabilities.
The "peer review" model of inclusion did have limitations and the process could be enhanced. There was, for example, variability in how well reviewers with learning disabilities were able to apply their training in practice on the reviews. Of course, this was also the case for reviewers without learning disabilities. The role of the review team leader here was key, in monitoring and providing appropriate support. There was also a need for "critical support". Few people with learning disabilities have had the chance to develop the skill of self-evaluation; they had difficulty assessing what they have done well and where they needed to improve their skills. There is a tendency, unfortunately, to see things in absolutes, where an individual's performance on a review was either 'great' or 'a total disaster'. There is a need during and after reviews for honesty and constructive feedback.
Analysing specific aspects of a person's performance is difficult, partly because the focus tends to be on regular, positive reinforcement. Whilst positive reinforcement is essential and creates a conducive environment for learning, it should be honest and based on reasonably high expectations. For example, if someone with or without learning disabilities says something inappropriate or is off-topic in a meeting or during an interview, they should be told. Contributions that are unrelated or too personal can often be treated as an "embarrassing mistakes" by other non disabled participants, and lead to uncomfortable silences, without anything being said to make the same mistake less likely in the future. This ultimately does a disservice to people with learning disabilities because they are not being treated them as equal, or capable of developing their skills. That is the most likely explanation of why we don't challenge and encourage more effective ways of participating.
In considering how the role of people with learning disabilities can best be taken forward, it is important to differentiate between poorer health and poorer healthcare services. People with learning disabilities have more, and different, health needs that the general population. Initiatives such as this one will not change that; a different type of public health initiative is needed. However, the quality of None of this can be achieved without a belief in, and a commitment to the process by both the organisation leading the review of services and the organisations being reviewed. The next steps will be to establish the value of including people with learning disabilities in all health and multi-agency reviews as standard good practice. Despite the evidence presented in this paper and elsewhere, there is a move towards streamlined or "light touch" inspection of services, which do not include people with learning disabilities. Frameworks for co-operation between services and inspection agencies or 
